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Abstract 
Historically people with learning disabilities (LD) have been subjected to discrimination, 
segregation, poor standards of care and even violence and abuse.  Government 
policies have evolved with a changing society to incorporate people with LD into 
mainstream care with the most recent policies Valuing People (DoH, 2001) and Valuing 
People Now (DoH, 2009).  Healthcare is of huge concern to people with LD and this 
has been accounted for in these policies.   
 The healthcare of people with LD still, however, faces challenges.  There is also 
a lack of assessment of the current policies and procedures, taking into account the 
views of those involved in the care of people with LD.  This is a qualitative study 
exploring the views of parents and carers of people with LDs when accessing 
healthcare.   
 A sample of seven participants, all carers or parents of people with LD, were 
interviewed.  The transcripts of these interviews were analysed using the generic 
qualitative approach and three themes were identified: bad memories from the past, 
how things are now and hopes for the future.  The results showed show consistencies 
with the literature reviewed regarding this subject, however, inconsistencies were also 
noted.  The need for better nursing education regarding LD, for all branches, was 
identified and recommendations have been made for future nursing education, practice 
and research.  The limitations of this study have been acknowledged and, even in light 
of these, it is hoped that this study contributes positively to research into healthcare for 
people with LD.   
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Chapter One: Introduction 
1.1 Introduction 
Research plays a vital role in society as it is the means by which discoveries are made, 
ideas are confirmed or refuted, events controlled or predicted and theory developed or 
refined (Dempsey and Dempsey, 2000; Morse and Field, 2002; Caelli, Ray and Mill, 
2003).  As nurses, we are expected to use evidence based practice to provide care 
and, by engaging in nursing research, nurses may identify practices that will help 
improve the quality of care they provide (Polit and Beck, 2004).   
My experiences of working alongside people with a LD, both within the clinical 
area and as an agency care worker at a centre for people with LD, have influenced me 
to examine the policies underpinning healthcare for this group.  I hope that through 
engaging with nursing research concerned with people with LD I may improve my own 
understanding of the research topic and contribute to the improved care of this 
population. 
Having reviewed the literature concerning these policies it became clear that 
now is the ideal time to review these policies.  It is ten years on from the release of 
³9DOXLQJ3HRSOH$1HZ6WUDWHJ\IRU3HRSOHZLWK/HDUQLQJ'LIILFXOWLHVIRUWKHst 
&HQWXU\´(DoH, 2001) DQGWKUHH\HDUVRQIURPLWVIROORZLQJSDSHU³9aluing People Now:  
)URP3URJUHVVWR7UDQVIRUPDWLRQ´DoH, 2009)1.  Both of these documents placed 
huge importance on the health of people with LD and this is emphasised by other 
literature concerned with improving the quality of life for people with LD (Beadle-Brown, 
Murphy and DiTerlizzi, 2008).  
                                                 
1
 )URPWKLVSRLQW³9DOXLQJ3HRSOH´ZLOOEHUHIHUUHGWRDV93DQG³9DOXLQJ3HRSOH1RZ´ZLOOEHUHIHUUHG
to as VP Now.   
  
3 
 
The construction of these policies involved parent and carer input and so, in this 
research study, it was deemed appropriate that the success or failings of these policies 
should be explored using the experiences of parents and carers of people with LD.   
1.2 Aims and Objectives  
The aim of this study is to explore the perceptions and experiences of parents and 
carers of people with LD when accessing healthcare.   
The objectives of this study are: 
- To explore the good and bad experiences of people with LD accessing healthcare 
-  To reflect upon the successes and failings of VP (2001) and VP Now (2009). 
- To identify areas of improvement for care.  
- To highlight areas for future research. 
1.3 Framework of research study 
A literature review examining the theoretical, historical, ethical and political elements 
which underpin VP (DoH, 2001) and VP Now (DoH, 2009) will follow.  The research 
methodology of this study will then be described in full to enhance the credibility of the 
research (Koch, 1994) and the research findings will be presented.  The final chapter 
will discuss these findings and critically examine the methods used.  The study will 
conclude with recommendations for the future of nursing education, practice and 
research.   
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Chapter Two: Literature Review 
 
2.1 Introduction  
This chapter will examine the policies regarding the healthcare of people LD.  The 
historical and political influences effecting the development of VP (DoH, 2001) and VP 
Now (DoH, 2009) will be explored and the successes and failings of these policies, 
according to the literature concerned with this topic, will be reviewed. The limitations of 
the current research will be discussed and any areas of research not covered by 
current literature will be noted.       
 
2.2 The Challenges Faced by People with Learning Disabilities 
People with LD have individual needs when accessing services compared to the 
general population (Mir, 2007).  People with LD are more likely to experience mental 
health issues, develop chronic health problems, suffer conditions such as epilepsy, 
endure physical and sensory disability and generally be of worse health than people 
without LD (DoH, 2001; Emerson, 2004; Foster, et al, 2006; Cooper, et al, 2007; 
Emerson and Glover, 2010).  Fewer people with LD are able to access screening for 
disease and are often unable to communicate their symptoms effectively.  This means 
that they frequently fail to receive a proper diagnosis of ill health (Emerson, 2004; Mir, 
2007; Emerson and Glover, 2010).  Evidence also suggests that discriminatory 
judgements about the value of treating a person with LD are implicated in the higher 
mortality and morbidity rates of this population (Mir, 2007).   
Much of the literature suggests that not only are people with LD often unable to 
communicate effectively but that members of the health service also lack the ability to 
communicate with people with LD (Emerson, 2004; Mir, 2007; Emerson and Glover, 
2010; Mencap, 2010).  The poor development of these professional skills in 
mainstream healthcare has been somewhat sustained by specialist LD services.  
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These services have sought to provide all necessary health care so that mainstream 
health services do not see people with LD as their responsibility (Mir, 2007).  Some 
critics of the current policy suggest, however, that specialist services are more effective 
at treating people with LD (Manthorpe, et al 2003) and herein lies the debate of how 
best to address these health inequalities.   
  
2.3 Historical Influences upon Current Policy  
The history of public and private attitudes towards people with LD have been that of 
violence, intolerance and lack of understanding (Young and Quibell, 2000; Gilbert, 
Cochrane and Greenwell, 2005; Mir, 2007; Mencap, 2010).  Although government 
policies have gone some way towards improving attitudes towards people with LD 
(DHSS, 1971; Wolfensberger, 1972; The NHS and Community Care Act, 1990; 
Disability Discrimination Act, 1995) progress was slow and inconsistent (Stevens, 
2004).  The history of discriminatory attitudes towards people with LD have shaped the 
way in which they are provided for by the government now and in plans for the future.  
It can be assumed that the government policies not only aim to improve the lives of 
people with LD but that they also attempt to remedy mistakes of the past (Young and 
Quibell, 2000; Burton and Kagan, 2006).  
The segregation of people with LD is believed to have started during the dawn 
of the industrial revolution when people with LD were considered a strain on society 
(Gilbert, Cochrane and Greenwell, 2005; Mencap, 2010).  These attitudes towards 
people with LD lead to the introduction of asylums.  Although these asylums had good 
intentions of providing good living conditions for those less able than the general 
population, the reality was that they institutionalised the residents and provided 
inhumane care (Mencap, 2010).   
The idea that people with LD should be segregated from the general population 
continued into the 20th century (Burton and Kagan, 2006; Mencap, 2010).  It was 
considered best practice to isolate people with LD LQµFRORQLHV¶RUZKDWZHUHODWHU
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called long stay hospitals (Gilbert, Cochrane and Greenwell, 2005; Burton and Kagan, 
2006; Mencap, 2010).  Firstly it was intended for those with LD to be separated from 
the more able population but then later, with the introduction of the National Health 
Service (NHS) in 1948, to care for them (Gilbert, Cochrane and Greenwell, 2005; 
Burton and Kagan, 2006; Mencap, 2010).   
Although it can be argued that a more sympathetic stance on providing care to 
people with LD was established by the NHS, it may also be seen as patronising and 
restrictive of their actual ability (Burton and Kagan, 2006).  This idea is reflected in the 
Mental Health Act (1959) which separated those with mental illness from those with a 
mental handicap and recognised for the first time that many people with either 
condition may be cared for outside of a hospital setting.   
 In the late 1960s scandalous reports appeared in the media, most notably the 
Ely Hospital Report (1969) and South Ockendon Hospital Enquiry (1974) in which staff 
shortages, overcrowding and the ill treatment of people living in long stay hospitals 
were highlighted (DHSS, 1969; Inskip, 1974).  In an attempt to improve the quality of 
life and care for people with LD the goveUQPHQWSXEOLVKHG³%HWWHU6HUYLFHVIRUWKH
Mentally HDQGLFDSSHG´'HSS, 1971).  The intentions of this white paper were to close 
all long stay hospitals and improve community services.   
 Improvements to the lives of people with LD, with regards to integrating them 
further into society, was further encouraged by the concept of normalisation 
(Wolfensberger, 1972) and disability rights campaigns (Stevens, 2004).  The 
Normalisation theory emphasises that individuals are unique and have a right to choice 
and opportunity as well as the right to any extra support they may need to fulfil their 
potential (Wolfensberger, 1972; Stevens, 2004; Gilbert, Cochrane and Greenwell, 
2005; Mencap, 2010).  It was then recognised that institutions were a major barrier to 
inclusion and the normalisation of all members of society (Mencap, 2010).  The 
acceptance that people with LD are entitled to be part of society changed the way in 
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which services were planned from then on (Stevens, 2004; Gilbert, Cochrane and 
Greenwell, 2005; Burton and Kagan, 2006; Mencap, 2010). 
  
2.4 The Political Underpinning of Current Policy Regarding People with Learning 
Disabilities 
In times of economical and societal hardship UK government policies have reproved 
dependency on the state (Burton and Kagan, 2006).  As people with LD are often 
dependant on the state the changing political attitudes towards entitlement and welfare 
indirectly affect public and private attitudes towards them (Gilbert, Cochrane and 
Greenwell, 2005; Burton and Kagan, 2006; Emerson and Glover, 2010).  In 
understanding the current policies regarding the welfare of people with LD, policies of 
previous governments must be discussed, considering the socio-economic influences 
of the time. 
      In Britain between the 1940s and 1970s there was a consensus that the 
government was responsible for managing the economy and providing social benefits 
such as: employment, free or affordable health and education services.  This led to the 
consolidation and expansion of a social welfare model and the introduction of the NHS 
(Burton and Kagan, 2006). With regards to people with LD, the colonies were renamed 
long stay hospitals for the care rather than exclusion of people with LD.  Although this 
was a more sympathetic attitude, people with LD were still considered somewhat of a 
strain on society (Wolfensberger, 1972; Stevens, 2004; Gilbert, Cochrane and 
Greenwell, 2005; Burton and Kagan, 2006; Mencap, 2010). 
 The late 1970s may be considered a time of economic weakness for Britain 
(Atkinson, Hill and Le Grand, 1987) and in 1979 Margaret Thatcher became Prime 
Minister of a conservative government (Burton and Kagan, 2006).  In an attempt to 
improve the situation Thatcher focused on the economy rather than the welfare of 
society (Burton and Kagan, 2006).  It was believed that the problems of society would 
not be solved by state intervention and welfare benefits were considered undesirable 
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as they encouraged dependency on the state (Gilbert, Cochrane and Greenwell, 2005; 
Burton and Kagan, 2006).  It was only in the latter part of the Conservative government 
that improving the NHS and health of people with LD was considered (DoH, 1992; 
1995).  It has been argued that healthcare for people with LD remained static until 
Labour came to power in 1997 (Burton and Kagan, 2006) and developed VP (DoH, 
2001).    
Citizenship is an idea that was re-established during the Labour government as 
a way of conceptualising the relationship between the state and the individual, raising 
questions of inclusion and exclusion (Gilbert, Cochrane and Greenwell, 2005). 
Citizenship promotes the idea of equality which is otherwise compromised by the 
persistence of inequalities centred on class, race, culture, age, gender and disability 
along with the duties of citizenship (Gilbert, Cochrane and Greenwell, 2005; Burton and 
Kagan, 2006).  People with LD often face exclusion from society due to the fact that 
they are often unable to exercise their duties as citizens by contributing to society 
through employment (Gilbert, Cochrane and Greenwell, 2005).  Their reliance on 
welfare, without the ability to contribute economically, puts them in a subordinate 
position to the general population, putting them at risk of being accused or blamed as a 
strain on society and the economy (Gilbert, Cochrane and Greenwell, 2005).   
The Labour government recognised this dilemma and understood that for 
people with LD to escape subordination, segregation had to end.  Instead it was 
believed they should be integrated into the general population, not as the object of 
charity and sympathy but as part of a social contract.  This belief led to the 
development of VP in 2001 (Gilbert, Cochrane and Greenwell, 2005; Burton and 
Kagan, 2006).  With a better understanding of the nature, rights and identity of people 
with LD DQGWKHSROLWLFDOVWDQFHRQWKHLQGLYLGXDO¶VUHVSRQVLELOLW\WRFRQWULEXWHWRWKH
state, the overall direction of any new policy regarding people with LD had to be that of 
social inclusion (Burton and Kagan, 2006).   
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By taking into account the changing attitudes towards people with LD over the last 
century; from defective and subordinate to finally accepted as citizens, it is possible to 
understand how policy has changed (Gilbert, Cochrane and Greenwell, 2005).   
 
2.5 What did Valuing People and Valuing People Now hope to Achieve? 
As previously discussed, the health of people with LD is of a particular concern to the 
government.  These concerns are met by VP 'R+LQWKHFKDSWHUµ,PSURYLQJ
health for people with LD¶%\IRFXVLQJDFKDSWHURQKHDOWKcare for people with LD the 
government recognised the need to reduce inequalities in healthcare, make 
mainstream hospital services accessible to people with LD and to involve people with 
LD and their carers in the planning and implementation of a new health service (DoH, 
2001; Burton and Kagan, 2006).  Throughout VP the four key principals are proposed: 
rights, independence, choice and inclusion (DoH, 2001).  As discussed previously, its 
development reflects the acceptance of people with LD as having the same rights as 
the general population, however, it also accords people with LD µSRVLWLYH¶ULJKWV'R+
2001).  This means that people with LD have been given rights which attempt to 
provide special services and material needs to support them to access the same rights 
as the general population (Wolfensberger, 1972; Young and Quibell, 2000).  The 
chapter on health acknowledges that people with LD have the right to access 
healthcare services and sets out the positive rights people with LD have in order to 
access greater health (Young and Quibell, 2000; Mir, 2007) 
VP covered all aspects of care in its proposal to improve the health of people 
with LD (DoH, 2001; Mir, 2007).  As primary healthcare is the first point of contact for 
meeting the health needs of patients, VP proposed that all people with LD should be 
registered with a GP by 2004 (DoH, 2001).  Two of the more dynamic plans of VP, 
regarding primary healthcare, were the appointment of health facilitators by each local 
community LD team and plans for all people with LD to have a health action plan (DoH, 
2001).  These plans were to individualise the care of people with LD and make the 
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health service more amenable to them.  With regards to secondary and tertiary 
healthcare, VP suggested that with improved primary health service for people with LD, 
hospital admissions would be reduced.  In the instance of hospital admission, staff will 
be better trained in managing patients with LD especially with regards to 
communicating effectively with them (DoH, 2001).     
VP Now discusses what has been achieved due to the change of policy in 
2001, reflecting on the changing priorities across the government and what new 
improvements were to be made based upon examples of good practice (DoH, 2009).   
VP Now also set out a response ³+HDOWK&DUHIRU$OO´(DoH, 2008)³+HDOWK&DUHIRU
$OO´ZDVUHOHDVHGLQUHVSRQVHWR³'HDWK%\,QGLIIHUHQFH´Mencap, 2007), an 
independent paper in which the scandalous deaths of six people with LD, who were 
under the care of the NHS, were highlighted and deemed to be avoidable.  ³+HDOWK
&DUHIRU$OO´KDGWKHDLPRISUHYHQWLQJVXFKDYRLGDEOHGHDWKVLQWKHIXWXUHDQG
questioned policies and practice held in place by the NHS, making suggestions for 
improvement (DoH, 2009).   
One suggestion made by ³Health Care for All´ was the introduction of annual 
health checks for people with LD (DoH, 2008).  This is one of the more praised aspects 
of the new policies for people with LD and the new coalition Conservative and Liberal 
Democratic government has stated its determination to enforce these health checks 
further (Romeo, et al, 2009; Emerson and Glover, 2010).   
VP and VP Now clearly aimed to involve all relevant stakeholders in the 
planning and implementation of their proposals (Fyson and Simons, 2003), utilising the 
experiences of individuals who had had many years of experience of the available 
services (Manthorpe, et al, 2003; Forbat, 2006).  VP Now includes case studies within 
WKHSDSHUFRQWDLQLQJGLUHFWTXRWHVIURPWKHFDUHUV¶RISHRSOHZLWK/'UHJDUGLQJWKH
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care and support they have received, demonstrating their involvement in the formation 
of the new policies (DoH, 2009).   
 
2.6 How Successful are Valuing People and Valuing People Now? 
Praise has been given to VP and VP Now in that they allow us to see beyond the 
impairment of people with LD (Burton and Kagan, 2006) by promoting their rights and 
independence (Fyson and Simons, 2003; Young and Quibell, 2005; Burton and Kagan, 
2006; Forbat, 2006).  The policies also appear to have a genuine desire to improve the 
lives of people with LD independent of reaction to scandal such as that of Health Care 
for all (2008) which was released after the Death By indifference (2007).  The main 
concern highlighted by the literature, however, is that in hoping to achieve the ideal 
situation for people with LD, contradictions are detectable and, therefore, the policies 
are hard to read and unattainable (Fyson and Simons, 2003; Gilbert, Cochrane and 
Greenwell, 2005; Burton and Kagan, 2006).   
According to Fyson and Simons (2003) VP was based on ideology rather than 
practicalities and it is under debate as to whether this will result in the success or 
failure of the policy. Burton and Kagan (2006) and Fyson and Simons (2003) have 
GHVFULEHG93¶VYLVLRQRISHRSOHZLWKLD as romantic anGXQREWDLQDEOHZLWK³SHRSOH
[with LD] making choices about activities in pleasant neighbourhoods, with plenty of 
community resources.  They are supported in this by their own staffs, which they 
employ and who work to their specification.  They are likely to be in work and to have 
friendships and relationships, mostly with non-GLVDEOHGSHRSOH´%XUWRQ	.DJDQ, 
p. 305).  Although we, as a society, should strive for excellence and use an ideal image 
as a basis for making improvements, structuring policies around this ideal vision may 
deny people with more severe LD the right to benefit from the changing policies 
regarding their health as they do not and cannot fit into this perfect ideal (Fyson and 
Simons, 2003; Burton and Kagan, 2006).   
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Moving people from long stay hospitals into the community was seen as the first 
step of achieving inclusion for people with LD.  It has been suggested, however, that 
the development of community support services has not necessarily led to increased 
opportunities for inclusion (Stevens, 2004).  People with LD have achieved some 
degree of social inclusion through their physical presence in the community, however, 
they still experience exclusion due to their high dependence on the organisations 
intended to support their participation in communities (Gilbert, Cochrane and 
Greenwell, 2005).  It has also been argued that the inclusion of people with LD in 
mainstream healthcare has limited the improvements to their specific healthcare needs, 
therefore, for effective change to happen, new policies should be tailored around the 
needs of people with LD (Burton & Kagan, 2006).  Manthorpe, et al, (2003) praised the 
work of LD nurses, highlighting the increased satisfaction that was gained through their 
work compared to when people with LD access healthcare through general medical 
staff.   It was, therefore argued that full integration of people with LD might not be as 
desirable as the development of specialist services (Manthorpe, et al, 2003).  This is 
contradictory to the aim of inclusion of people with LD and the contradictions noted in 
VP (DoH, 2001) may be seen to make the paper less viable and, therefore, impossible 
to implement fully.   
  To ensure that people with LD do benefit from the VP it may be necessary for 
FHUWDLQDVSHFWVRISHRSOHZLWK/'¶VLPPHUVLRQLQWRFRPPXQLWLHVWRUHPDLQincomplete 
so that inclusion is achieved on some level but that the specialist needs of this patient 
group are still met (Gilbert, Cochrane and Greenwell, 2005).   Burton and Kagan (2006) 
suggested that  full independence of people with LD, as portrayed as the goal of VP, is 
unlikely to be achievable and that instead we should aim for interdependence due to 
people with LD continuing to need support from carers and service providers once 
integrated in communities (Burton and Kagan, 2006).  Interdependence is a more 
humane term, reflecting the need of the entire population for external support and so 
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still fulfils VP whilst recognising the challenges faced by people with LD (Burton and 
Kagan, 2006).   
A fundamental problem in implementing VP has been in knowing baseline 
information about the number of people with LD so that it may be assessed as to 
whether every person with LD has been included in the implementation of VP (Mir, 
2007).  A study by Charnock (2000) has also suggested that, for improvements to be 
made, services must be integrated further to allow for consistency.  Ethical, cost and 
practical considerations have, however, hindered the construction of an accurate 
database of people with LD (Mir, 2007) meaning this baseline information is hard to 
obtain and share among practices.  These difficulties are due to data protection 
legislation meaning information regarding patients cannot be easily shared.  Adding to 
this, LD was not included in the Quality and Outcomes framework (QOF), through 
which GPs are monitored and paid, at the time VP was first introduced.  This meant 
that there were no financial incentives for GPs to identify people with LD (Mir, 2007).  
VP stated that around 210, 000 people with LD live in the UK, however, it has since 
been suggested that the number is much larger (Emerson & Hatton, 2004; Emerson 
and Glovers, 2010).  This estimation may have increased due to improved skills of 
health professionals and the fact that more people with LD are accessing specialised 
services due to these improvements.  LD have also since been added to the 18 clinical 
areas included in the QOF (QOF, 2010).  This means that GPs are more involved in 
providing health care to people with LD.  It has, however, been suggested that GPs still 
need more training regarding communication when dealing with people with LD so that 
the care they provide is effective (Forbat, 2006).  Without reliable information on the 
number of people with LD in the UK it is impossible to assess how far reaching VP is 
and how successful its policies are.  The changes to the QOF and the increase in the 
identification of people with LD do prove some successes of VP.   
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Since the release of these policies it has been claimed that exclusions are still 
present and inconsistencies in care noted from area to area (Charnock, 2000; Fyson 
and Simons, 2003; Mir, 2007) with studies showing that people with LD still have a 
lower quality of life than the general population (Beedle-Brown, Murphy and DiTerlizzi, 
2008).  Improvements can, however, be seen in the longer life expectancies of people 
with LD showing that some improvements to health must have been made (Foster, et 
al, 2006; Walden, et al, 2007; Romeo, et al, 2009).   
 
2.7 Suggestions for the Future  
Much of the literature surrounding VP (DoH, 2001) and VP Now (DoH, 2009) not only 
highlights successes and failing of the policies but offers suggestions for the future 
improvement of services for people with LD.   
:LWKUHJDUGVWRWKHSROLF\¶VDLPVDWVRFLDOLQFOXVLRQRISHRSOHZLWKLD much is to 
be done (Young and Quibell, 2000; Fyson and Simons, 2003; Manthorpe, et al, 2003; 
Burton and Kagan, 2006; Foster, et al, 2006).  Burton and Kagan (2006) suggest that 
there needs to be assessment of the level and type of support required for people to 
successfully be included in communities alongside social transformation.  This would 
allow discrimination against people with LD to be recognised and diffused whilst the 
people with LD are effectively supported.  This suggestion is echoed in many other 
studies which have emphasised the need to ensure even development of services at 
every level so that care is consistent and covers all aspects of life as each individual 
aspect is dependent on all other aspects (Lindsey, 2002; Fyson and Simons, 2003; 
Emerson, 2004; Burton and Kagan, 2006).  This implies that it is not simply enough to 
physically move people away from long stay hospitals into communities so that they 
are surrounded by the general public but that efforts must be made to integrate all 
services including housing and education so that healthcare may fully improve for 
people with LD (Fyson and Simons, 2003; Burton and Kagan, 2006)  
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 Several papers emphasise WKHLPSRUWDQFHRILQFOXGLQJSDUHQWVDQGFDUHU¶VRI
those with LD not only in the planning and implementation of government policies but 
also in the training of staff involved in the healthcare of people with LD (Lindsey, 200; 
Fyson and Simons, 2003; Forbat, 2006; Mir 2007).  As previously discussed, 
Manthorpe, et al, (2003) researched into the depth of participation of people with LD 
and those involved in their lives, in staff education.  Due to the shortcomings found in 
this research, further recruitment of parents, carers and people with LD in the future of 
policy planning and education was suggested.   
 
2.8 Gaps in the Literature and Research  
VP (DoH, 2001) has widely been received as a move forward for LD services, however, 
so far, relatively little research has been carried out to assess its progress (Forbat, 
2006).  The population of people with LD is an aging one (Foster, et al, 2006) and so 
the older population must be considered in the research concerning LD care provision.  
The majority of research found, however, was specific to children (Knox et al, 2000; 
Ramcharan and Grant, 2001; McCambie & Chilvers, 2005; McGill et al, 2006).  Those 
studies found centring around adults with LD were generally more concerned with 
quality of life as a whole, not specifically healthcare (Walden et al, 2007; Grant & 
Ramcharan, 2001).  The use of qualitative research around this topic is also scarce.  
Maintaining and improving the health of people with LD proves challenging for a variety 
of reasons, previously discussed in this chapter, and so should be of a huge concern 
when discussing the successes and failing of government policies concerning the lives 
of people with LD.  As VP (DoH, 2001) and VP Now (2009) aimed to include all 
relevant stake holders in the lives of people with LD this study aims to explore the 
healthcare provided to people with LD through interviews with their parents and carers.    
Due to the gaps in the literature and research concerned with people with LD, this 
study has potential to expand upon the present knowledge and offer new opinions and 
suggestions to enhance health care delivery to people with LD.     
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2.9 Summary 
This chapter has examined the historical and political underpinning of current 
government policies concerning the lives of people with LD.  Through greater 
understanding of these principles it is possible to understand how the current policies 
developed.  The challenges faced by people with LD and the gaps found in the 
research have highlighted why this study may prove relevant to the improvement of 
healthcare provision for people with LD.   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
17 
 
Chapter Three: Methodology 
3.1 Introduction 
This chapter will consider and justify the research methodology used in this study. The 
qualitative approach to research will be explored by discussing its differences and 
strengths compared to quantitative research approaches, the research design will be 
examined with relation to its trustworthiness, the ethical considerations and implications 
such a project may demand will be discussed and, finally, the data analysis and 
presentation of this study will be described.  Understanding the methodology of a study 
is imperative to the understanding of its results and conclusions (Caelli, Ray and Mill, 
2003).         
3.2 Qualitative versus Quantitative Approaches to Research 
The two main approaches to research can be identified as quantitative and qualitative 
research.  Quantitative research aims to confirm or refute theory in which the 
researcher remains detached from the subject and its participants, using structured and 
formal methods of gathering data such as questionnaires or inventories (Duffy, 1987; 
LoBiondo-Wood and Haber, 1998; Dempsey and Dempsey, 2000; Morse and Field, 
2002; Parahoo, 2006).  In contrast, qualitative research is concerned with the creation 
of theory through the development of description of an observed phenomenon (Morse 
and Field, 2002).  The methodology of qualitative research is defined by its in depth 
data collection and analysis, in which, the researcher becomes immersed in the subject 
(Polit, Beck and Hungler, 2001; Morse and Field, 2002; Parahoo, 2006).   
Qualitative data does not allow the researcher to predict the future or allow for 
an understanding of the cause of a phenomenon (MacNee and McCabe, 2008).  
Instead the purpose is to understand the experiences of people, discussing the 
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2000; Burns and Grove, 2007; MacNee and McCabe, 2008).  Depending on the aim of 
the study, this may be seen as a limitation or an advantage of qualitative research.   
It has been argued that quantitative research is an inappropriate research 
approach when the subject matter is related to the actions and experiences of human 
beings (Cormack, 2000).    By using data collected through quantitative research, 
analysed statistically, it is difficult to interpret any personal perceptions and 
experiences of participants. In contrast qualitative research embraces the wholeness of 
humans, focusing on human behaviour in naturalistic settings to enhance the 
understanding of the human experience (LoBiondo-Wood and Haber, 1998; 
Sandelowski, 2000).  Qualitative research may, therefore, be used more effectively 
than quantitative research when the purpose of research is to understand the meaning 
of, and interpret, complex social phenomena (Duffy, 1987; Sandelowski, 2000; Crooks 
and Davis, 2004).  
 When considering the differences between quantitative and qualitative 
research, the benefits and limitations these approaches may offer to the validity and 
reliability of a study must be discussed (LoBiondo-Wood and Haber, 1998; Morse and 
Field 2002).  These terms are used to describe how well a study measures a 
phenomenon and to what degree the findings of a study can be seen to relate to other 
populations or environments without being affected by random variation (LoBiondo-
Wood and Haber, 1998; Morse and Field 2002).  Terms such as trustworthiness and 
rigor are more common in the use of critiquing the quality of qualitative research 
(Sandelowski, 1986; Caelli, Ray and Mill, 2003; Shenton, 2004), however, all terms 
relate to how credible the conclusions drawn from a study are.  Establishing 
trustworthiness and rigor in qualitative research is considered to be more complex than 
in quantitative research due to the nature of the data gathered and how it may be 
interpreted.  This can, therefore, be an argument for the use of quantitative research as 
opposed to qualitative research.   Several factors can affect the trustworthiness of a 
qualitative study including the relationship between the researcher and participant and 
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their individual character traits may leading to variances in the data collected and the 
analysis of it (Sandelowski, 1986; Morse and Field, 2002; Shenton, 2004).  It has been 
argued that although validity and reliability may be more evident in quantitative 
research it cannot be considered to be the foundation of all knowledge (Avis, 2003).  
As qualitative research has the potential to offer greater insight into certain 
phenomena, efforts must be made to ensure data collected by qualitative methods is 
trustworthy so that it may effectively contribute to knowledge in the same way 
quantitative data is supposed to (Sandelowski, 1986; Avis, 2003). 
Due to the vast differences in qualitative and quantitative research, the choice 
of approach should logically be decided upon by examination of the aims of the study, 
after completion of the literature review (LoBiondo-Wood and Haber, 1998).  This study 
proposes to investigate the experiences of the carers of people with LD when 
accessing health care.  In researching this subject, in-depth understanding of 
experience and opinion must be sought.  In light of the discussion of qualitative versus 
quantitative research approaches and considering the aims and objectives of this 
study, it seems logical that a qualitative research method should be adopted for the 
collection and analysis of data.  In order to determine the quality and trustworthiness of 
this research, it is important to fully discuss the research design and the methods by 
which the trustworthiness of the data were established.  These are described 
throughout this chapter.      
 
3.3 Research Design and Data Collection 
Having decided on the qualitative research approach in carrying out this study, the 
research design and data collection method has to be carefully considered in order to 
gather the most appropriate data to support the subject under discussion.  The 
literature studied in relation to research instruments used in qualitative research has 
highlighted two possible approaches that may be suitable for this study: questionnaires 
or interviews (LoBiondo-Wood and Haber, 1998; Dempsey and Dempsey, 2000; Polit, 
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Beck and Hungler, 2001).  These techniques are deemed as appropriate for this study 
as the types of questions that are to be asked are known in advance and so can be 
framed appropriately to gain the best result (LoBiondo-Wood and Haber, 1998).   
 Questionnaires and interviews have the purpose of asking participants to report 
data for themselves, however, each has its own advantages and disadvantages 
(LoBiondo-Wood and Haber, 1998).  Questionnaires offer several advantages over 
interviews regarding the cost, time and effort required to gather data (LoBiondo-Wood 
and Haber, 1998).  Questionnaires also offer the advantage of complete anonymity and 
the reduction RIELDVDIIHFWLQJWKHSDUWLFLSDQW¶VDQVZHUVGXHWRWKHSDUWLFLSDQW
completing the questionnaire on their own (Polit, Beck and Hungler, 2001).  The 
advantages of interviews, however, far outweigh those of questionnaires (LoBiondo-
Wood and Haber, 1998; Polit, Beck and Hungler, 2001).    The response rate of 
participants tends to be higher in face-to-face interviews as the participant is less likely 
to refuse to speak during an interview than they are to ignore a questionnaire.  
Interviews also offer advantages in the understanding of the participant owing to the 
face-to-face nature of an interview meaning non-verbal cues such as body language 
may provide additional information, adding to interpretation of the data (LoBiondo-
Wood and Haber, 1998; Polit, Beck and Hungler, 2001).  People who would otherwise 
not be able to take part in questionnaire studies due to their age, literary skills or 
disabilities such as blindness may be more comfortable or able to take part in an 
interview (Polit, Beck and Hungler, 2001).  Questions are less likely to be 
misinterpreted in an interview than in a questionnaire as the researcher is on hand to 
offer explanation or clarification of what is required in the answer (Polit, Beck and 
Hungler, 2001).   
Furthering from these advantages, the aim of this study is to explore the different 
experiences of carers of people with LD when accessing healthcare.  This requires 
obtaining personal and in-depth understanding that only the flexibility and penetrating 
nature of an interview can obtain (LoBiondo-Wood and Haber, 1998).    Using a 
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qualitative approach in the form of individual, in-depth, semi-structured interviews 
allowed carefully selected participants to reflect on their experiences of healthcare for 
people with LD.  Allowing participants to speak relatively freely about their experiences, 
with minimal cues from myself, avoided the participant being influenced by others 
increasing the trustworthiness of the study.   
 
3.4 Interview schedule 
Through studying the literature on the principles of interview techniques, semi-
structured interviews as opposed to structured or unstructured interviews are deemed 
to be most suitable for this study.   
Using a structured interview technique is administering a questionnaire and 
does not allow for the development of certain topics highlighted by participants (Polit, 
Beck and Hungler, 2001).   In contrast, non-structured interviews have the benefit of 
allowing the participant to talk about the matters important to themselves and their 
individual experiences and perceptions (Polit, Beck and Hungler, 2001; Morse and 
Field, 2002). The nature of unstructured interviews do, however, mean that all control 
of the interviewer is lost and the interview may develop away from the subject and not 
be relevant to the study at all (Morse and Field, 2002).     
Semi-structured interviews have the benefit of allowing some structure to the 
interview so that data collection remains reOHYDQWWRWKHVWXG\¶VVXEMHFWZKLOVWVWLOO
allowing for development of topics highlighted by participants (Barriball and While, 
1994).  As an inexperienced researcher, this approach is most suitable so that the 
benefits of unstructured interviews are incorporated whilst the disadvantages of 
structured interviews are not.      
The interview schedule (Appendix 1) was developed following the completion of 
the literature review so that I had a firm understanding of the subject on an academic 
level.  The topics chosen for discussion reflected areas of the literature in which there 
was debate or confusion and gaps of understanding.   
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 The interview began with gathering information about the basic demographics 
of the interviewee and the adult with LD under their care.  This allowed for any 
influencing characteristics of the participant that may impact on the results of the 
interview to be revealed and possibly discussed with the participant.  Following this, the 
main body of the interview was left fairly unplanned, drawing on the topics highlighted 
by the literature review but gauging which areas to discuss based on the responses of 
the participant.  At the end of the interview the interviewee was invited to raise any 
other issues they considered important or felt may be relevant to the study.   
 
3.5 Subjects and Sampling 
A sample is the proportion of the defined population who are selected to participate in a 
study (Cormack, 2000).  It is intended that this sample reflects all the characteristics of 
that population so that it can be inferred that what is learnt can be generalised to 
include most, if not all cases in that population (Cormack, 2000). 
The two main approaches to sampling may be distinguished as probability and 
non-probability sampling.  Due to the qualitative research method used in this study 
and the fact that findings do not need to be generalised to include the whole 
population, non-probability sampling is preferable over probability sampling as it 
involves the use of subjects who are both accessible and available allowing the 
researcher to be more selective as to who they include.  Probability sampling would be 
inappropriate for this study as the sample is selected completely at random with neither 
the investigator nor the population having any influence over the sample chosen 
(Dempsey and Dempsey, 2000; Gerrish and Lacey, 2010).   
The most common qualitative and non-probability based approaches to 
selecting a population sample are: convenience sampling in which the sample is 
selected based on their availability and willingness to take part in the study, quota 
sampling uses the basis of convenience sampling, however, participants are selected 
for certain criteria as well as their availability and willingness to partake in the study, 
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theoretical sampling in which the criteria for selected participants may be adjusted 
during the course of the study to incorporate the changing themes and categories 
highlighted by previous participants and purposive sampling in which participants are 
selected for their knowledge of the subject in question (Dempsey and Dempsey, 2000; 
Polit, Beck and Hungler, 2001).  The benefits of convenience sampling are the saving 
of time, money and effort which, for this study, outweigh the disadvantages of the 
possibility of bias participants introduced to the study (Polit, Beck and Hungler, 2001).  
This is a small scale study in which the researcher is inexperienced and working 
against a strict time limit, therefore, convenience sampling, although it is possibly not 
as efficient at gathering trustworthy data as other non-probability approaches to 
sampling, is the most realistic approach to research and will suffice for this study.  
Having decided on the sampling technique ethical approval from the Medical School 
Ethics Committee was required to gain access to the target population: the carers of 
adults with LD.  Once this had been obtained emails were sent to several charitable 
organisations and support groups working with members of the target population 
requesting that they advertise the study to prospective participants, providing contact 
details should they be willing to be involved (Appendix 2).  Initial contact was then 
made via telephone or email to answer any questions they had about the study and to 
arrange an interview date.  This initial contact was beneficial to both the participant and 
the researcher as any questions were answered putting the participant at ease and a 
rapport was built increasing the trustworthiness and  reliability of the study (Dempsey 
and Dempsey, 2000; Polit, Beck and Hungler, 2001).   
 The sample acquired through this technique was made up of seven parents and 
carers of adults with learning.  I was initially concerned with the small sample size of 
this study.  As the sample size is quite small the trustworthiness of the study may be 
decreased when attempting to generalise results as the sample size is small in 
comparison to the population of people who care for others with LD.  In qualitative 
research, however, the size of a sample in relation to the rigour of a study is of less 
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concern than in quantitative research, when a much larger number of participants is 
required to produce credible results (LoBiondo-Wood and Haber, 1998).    Qualitative 
researchers are more concerned with gaining in depth understanding of the 
experiences of particular individuals (Dempsey and Dempsey, 2000), therefore, small 
sample sizes may still produce acceptable results.  Qualitative approaches to research, 
such as Phenomenology, recommend the data is saturated meaning interviews are 
conducted until no new information is revealed (Cooper and Endacott, 2007; Gerrish 
and Lacey, 2010).  Due to the semi-structured interview schedule saturation will be 
easier to achieve as participants may be guided to discuss topics of relevance to the 
study.  The interview technique coupled with the short time in which the study was 
conducted and the number of participants available and willing to take part means that 
the number of participants is justifiable.   
 
3.6 Ethical Considerations and Implications 
As with any study, there is the potential for a conflict of interests between developing 
the knowledge and understanding of a subject whilst maintaining the honesty and 
integrity of the study (Sandelowski, 1986; Morse and Field, 2002; Shenton, 2004).  In 
qualitative research the ethical considerations and implications are especially important 
as there is the potential for findings of the study to be unintentionally misrepresented 
and the conclusions, therefore, to give a distorted account of actuality (Rosenthal, 
1994).  It is ultimately the responsibility of the researcher to conduct the study in an 
ethical manner (Dempsey and Dempsey, 2000) by maintaining the honesty and 
integrity of the study at every level (Cormack, 2000; Caelli, Ray and Mill, 2003) and 
reporting the findings of the research in an absolutely accurate manner (Dempsey and 
Dempsey, 2000).     
The research planned for any study must be deemed to be appropriate and 
contribute to further knowledge of the subject (Cormack, 2000).  Institutional review 
boards are responsible for protecting participants from undue risk and loss of personal 
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rights and dignity (Cormack 2000; LoBiondo-Wood and Haber, 2002).  Therefore, 
before embarking on this study, a research proposal was presented to the School of 
Nursing, at the institution this study is based, and ethical approval was sought from the 
Medical School Ethics Committee in which every detail of the study was scrutinised to 
ensure that it was ethically viable.        
Once this study was given ethical approval by the institutional review board I 
was able to recruit participants.  The approval for the study was granted on the basis 
that only healthy volunteers would be recruited through charitable organisations.  By 
HPSKDVLVLQJWKHYROXQWDU\UROHRIWKHSDUWLFLSDQWWKHSDUWLFLSDQW¶VULJKWWRVHOI
determination was ensured.  Humans should be treated as autonomous individuals, 
capable of controlling their own activities and their right to self determination means 
that they decide voluntarily whether to participate in a study without the risk of incurring 
a penalty (Polit, Beck and Hungler, 2001).   
   In recruiting the volunteers I made them completely aware of the aims and 
objectives of the study, what their involvement would entail and how the findings would 
be presented.  At the first point of contact an information sheet (Appendix 2) was given 
to those showing interest in the study.  The potential participants were made aware that 
they were more than welcome to contact the researchers regarding any queries they 
had about the study before they agreed to take part.  Informed consent is the legal 
principle that, DWOHDVWLQWKHRU\JRYHUQVDQLQGLYLGXDO¶VDELOLW\WRDFFHSWRUUHMHFW
participation in research (LoBiondo-Wood and Haber, 2002) through their full 
understanding of what the study will involve (Dempsey and Dempsey, 2000; Cormack, 
2000) .  By providing detailed information in the recruitment of participants for this study 
the volunteers were able to give their informed consent to participate and were 
reminded that at every stage of the study they were welcome to ask questions and be 
reassured of their participation.  The information sheets and consent forms were 
designed in such a way that they were understandable to all people involved in the 
VWXG\WRDLGWKHYROXQWHHU¶VLQIRUPHGFRQVHQW/R%LRQGR-wood and Haber, 2002). 
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So that participants were able to talk freely and express their views effectively 
during the interview process, they must be ensured of their anonymity and the 
confidentiality of the study.  Transcription of the recorded interviews took place as soon 
as possible after the interviews were conducted, omitting any information that 
compromised the anonymity and confidentiality of the study, the transcripts were then 
kept in private folders.   Throughout the findings and discussion of this study the 
participants will be kept anonymous so they will be in no way identifiable so that this 
study will not impact on their lives in the future.  Through this reassurance, participants 
may have felt more able to talk truthfully of their experiences, again increasing the 
trustworthiness and rigor of the study.     
 
3.7 Data Analysis and Presentation 
The purpose of data analysis is to organise and provide structure to data so that it may 
become meaningful (Burnard, 1991; Boyatzis, 1998; Polit, Beck and Hungler, 2001; 
MacNee and McCabe, 2008).  Due to the interpretive nature of qualitative data 
analysis, several challenges exist in presenting data so that results reflect the true 
nature of a phenomenon, enhancing the trustworthiness of the research so that it is 
clear to the reader (Cormack, 2000; Polit, Beck and Hungler, 2001; MacNee and 
McCabe, 2008).  The framework for data analysis must be decided on before data 
collection, however, there are no systematic rules that can be applied for the display 
and analysis of all qualitative data (MacNee and McCabe, 2008).   
 There are a number of traditional frameworks for qualitative research, the most 
common being; phenomenology, ethnography and grounded theory (Cooper and 
Endacott, 2007).  Each framework has its own distinctive features and so is chosen 
according to the focus of the research (Cooper and Endacott, 2007).  This purposefully 
limits a frameworN¶VDSSOLFDELOLW\6ome research intends to develop theory based on 
description, in which case, the use of the grounded theory framework for data analysis 
is applicable (LoBiondo-Wood and Haber, 2002; Caelli, Ray and Mill, 2003; Cooper 
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and Endacott, 2007).  An ethnography framework, however, will draw on the personal 
histories of participants and cultural rules to examine the results of qualitative data 
(LoBiondo-Wood and Haber, 2002; Cooper and Endacott, 2007). It has been 
suggested that by using methodical theory to analyse qualitative data, the original 
QDWXUHRIWKHGDWDPD\EHREVFXUHGLQRUGHUWRIXOILOWKHIUDPHZRUN¶VVSHFLILFDWLRQ$YLV
2003).  Some research studies simply aim to explore the perspectives of those involved 
in a particular phenomenon (Cooper and Endacott, 2007) it is, therefore, possible to 
focus on the results of such a study without over preoccupation with the method of 
analysis (Avis, 2003).   
 This study aims to gain insight into the experiences of carers of people with LD 
when accessing healthcare.  The focus of the research into this topic is on individual 
perspective and this is reflected in the research approach and design.  Having studied 
the literature surrounding different qualitative frameworks for analysing the data 
collected during this study, I have chosen not to align with one specific approach, 
instead I believe a generic qualitative approach is most suitable.   
 Generic qualitative approaches to data analysis have been criticised for their 
failure to follow particular protocol set by traditional frameworks, resulting in, what 
some consider, conclusions of inferior credibility (Caelli, Ray and Mill, 2003; Cooper 
and Endacott, 2007).  Avis (2003), however, argued that qualitative research should 
not have to be justified by traditional and structured methods of analysis.  Instead he 
suggested that although frameworks such as phenomenology are useful in developing 
and justifying qualitative methods, they are not necessary in confirming that said by 
participants to be true (Avis, 2003).  As an alternative to focusing the study on one 
particular framework, several may be drawn upon so that the study is structured in a 
way that the analysis represents the data as a whole (Boyatzis, 1998; Caelli, Ray and 
Mill, 2003).     
 Previous studies which have used generic qualitative approaches have 
received criticism for their apparent lack of structure and rigour (Caelli, Ray and Mill, 
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2003; Cooper and Endacott, 2007).  To avoid such criticism in this study I have 
attempted to explain the methods by which I will avoid gathering untrustworthy results 
during data collection throughout this chapter.  To gain more structure in my generic 
approach to data analysis I will draw on methods used in the phenomenological 
approach, explaining those aspects I have chosen to adopt and those I have not.  
    Phenomenology is the process of learning and constructing meaning of 
human experience through intense, unstructured dialogue with individuals who have 
lived that experience (LoBiondo-Wood and Haber, 1998).  Although the outcome of 
using a phenomenology framework is similar to what this study aims to achieve, a 
semi-structured research design is deemed as most appropriate for this study, as 
specified earlier in this chapter.  Prior to conducting phenomenological research the 
researcher must identify their own preconceptions so that their bias does not influence 
the findings (LoBiondo-Wood and Haber, 1998).  Several authors dispute this and 
argue that interpreting the behaviour of others depends on attributing to others many of 
our own beliefs so that new beliefs may be identified (Avis, 2003; Caelli, Ray and Mill, 
2003; MacNee and McCabe, 2008).  Phenomenology also requires data to be 
saturated to the point where no new information is gathered (LoBiondo-Wood and 
Haber, 1998; MacNee and McCabe, 2008).  As discussed previously, this is only a 
small scale study and, as a novice researcher, this has not been possible.  Enough 
data has, however, been gathered so that recurrent themes are identifiable.  For these 
reasons this study does not wholly adopt the phenomenological approach.  Parts of a 
phenomenological framework have, however, been adopted in the analysis of the data 
produced during this study.  
 Qualitative research and analysis requires full immersion and complete 
familiarity with data so that patterns may be recognised and key themes interpreted 
(Burnard, 1991; Boyatzis, 1998; Morse and Field, 2002; Cooper and Endacott, 2007; 
MacNee and McCabe, 2008).  Transcripts from the interviews were written up in full 
with brief notes on initial thoughts and perceptions of the data written in the margins.  
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The transcripts were then read and re-read to achieve full understanding of the data as 
a whole.  Initial conclusions on the data were then drawn by identifying recurring 
themes, encoding them (Burnard, 1991; Boyatzis, 1998; Burns and Grove, 2007; 
Cooper and Endacott, 2007).  Coding is the breaking down of data into meaningful 
sentences (Burnard, 1991; Boyatzis, 1998; MacNee and McCabe, 2008) and examples 
of the codes identified within the data will be used to lead the reader through steps of 
the analysis to arrive at the final synthesis of the experiences and thoughts of the 
participants regarding people with LD accessing healthcare (LoBiondo-Wood and 
Haber, 1998).  To support the rigour of the work the label given to each code is as 
broad as possible so that interpretation and bias are not evident at the development 
stage (Boyatzis, 1998).  Complete copies of the transcripts were also kept as reference 
to the original meaning of what was said and consideration was given to any underlying 
influences and bias that may have occurred so that the trustworthiness of the study is 
maintained.   
 
3.8 Summary 
This chapter has thoroughly described the methodology used in this study.  The 
approach to research, the design of study used and the framework for analysis of data 
were deliberated to justify choices made.  The ethical considerations and possible 
implications of this study have been discussed and throughout this chapter all attempts 
to maintain the trustworthiness of this study have been considered and reviewed so 
that the results may show a true interpretation of the perspectives and experiences of 
carers of people with LD when accessing healthcare.   The next chapter will display the 
results and analysis of the data collected using the methods described here.  
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Chapter Four: Results 
4.1 Introduction 
This chapter aims to present the research findings of parent and carer perceptions and 
experiences of people with LD accessing healthcare.  The study involved interviewing 
parents and carers and the results have been generated from the transcripts of those 
interviews which were coded and analysed, as described in the previous chapter.  The 
data produced during this study may have been interpreted differently by different 
people, due to the nature of qualitative research (Boyatzis, 1998; Dempsey and 
Dempsey, 2000), however, the themes I have chosen to divide to data into are as 
shown in box 1. 
Theme 
 
Sub-Theme 
Bad Memories of the Past 
 
Diagnosis 
Lack of understanding  
How Things are Now How things have changed 
Discrimination 
Labels 
Holistic Care 
Involvement 
Communication and Time 
Continuity and Quality of Care 
Hopes for the Future  When parents and carers are gone 
Training 
Lowering the bar to a level accessible to 
people with LD 
Box 1.  
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These themes will be explored using direct quotes from the transcripts which will 
illustrate and emphasise those points raised by participants.  All names of people have 
been changed and all names of places have been left blank.  Complete copies of the 
transcripts have been kept and each quote is referenced to the page number of the 
transcripts from which it has been referenced from. 
    
4.2 Bad Memories from the past 
In describing their experiences of people with LD accessing health care many 
participants began by talking about the diagnosis of LD in the person for which they 
care for.   
 
,ZHQWEDFNWR*3KHVDLG³<RXNQRZWKLVLVULGLFXORXVWKHUH¶VQRWKLQJZURQJZLWKKLP´
and he struck me off the register.  So I went to the clinic told the nurse and she said, 
³FRPHWRP\*3´ZKLFKZDVDFWXDOO\LQWKHVDPHSUDFWLFH%XWI thought this is going 
to be difficult, are they going to let me through the door? But it was alright and I went to 
KHU*3KHVDLG³,GRQ¶WNQRZZKDW¶VZURQJZLWK\RXZRPDQVXUHO\\RXFDQVHHKH¶VLQ
DZRUOGRIKLVRZQ´DQG,UHDOO\GLGQ¶WNQRZZKDWWKDWPHDQW\HVLWZDVQ¶WYHU\KHOSIXO
(P. 10) 
 
The nurse who was in preschool , nursery, and he was going at age 2 and the woman, 
the nurse said she had been observing Ben over a few days and she was pretty much 
convinced that he had some sort of LD µcausHKHZDVQ¶WPL[LQJULJKW$QGKHFRXOGQ¶W
talk, as such, even at two, which was already worrying for us, as parents.  Anyway the 
only advice we got from this teacher, who did the best she could, was that there was a 
school somewhere with a 7 year waiting list and that was it, total, all the information we 
had.  (P. 18) 
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These first experiences of accessing healthcare for people with LD are lasting 
memories for the participants and the lack of understanding appears to have continued 
when accessing healthcare once diagnosis was made.   
 
It was dreadful and it was all this discharge, all infected.  So they took him to the burns 
unit but thHQXUVHVDLG³LW¶VDOULJKWUHDOO\QRWDVLIKH¶VQRUPDO´VRWKDWMXVWGHVWUR\HG
me, even today does make you feel like crying. (P.12) 
 
This experience of discrimination and lack of understanding still affects the 
participant and is likely to still influence her opinion and perception of healthcare for 
people with LD. 
One participant describes a particularly distressing time in which she was so 
unhappy with the care her son was receiving in hospital that she discharged him. 
 
I mean it was totally insane to take two people out in wheel chairs, I never thought 
about anything.  I just wanted to get them out of that hospital...When you hear in paper 
WKDWVRPHRQH¶VNLOOHGWKHPVHOYHVDQGWKHLUVRQRUGDXJKWHU,FDQHPSDWKLVH,FDPHVR
close that day and I was VRKRUULEOH,WKRXJKWZH¶OOGULYHLQWKHULYHUDQGGLH,MXVW
WKRXJKWZHFRXOGQ¶WIDFHWKHZRUOGZLWKKLPVXIIHULQJLW¶VWHUULEOH3 
 
These experiences all happened before the release of VP (DoH, 2001) and the 
next theme describes experiences after its release.   
 
4.3 How Things are Now 
Those interviewed had different opinions as to whether healthcare had been improved 
for people with LD due to the release of VP.   
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I do think that things have changed.  We have the health checks now and things are 
better in hospital.  I think people are more aware.  (P. 35) 
 
2YHUWKH\HDUVOLNH93GRHVZH¶YHIRFXVHGRQFHUWDLQDUHDVDQGWULHGWRJHWWKHPRII
WKHJURXQGOLNHSHUVRQFHQWUHGFDUH:H¶YHJRWWKDWRIIWKHJURXQGDQGLW¶VUHDOO\JRQH
UXQQLQJ:H¶ve even got the government talking about person centred planning. (P. 
27) 
 
Some participants, however, stated that healthcare had improved over the last 
WHQ\HDUVEXWWKDWWKLVZDVQ¶WGXHWRFKDQJHLQSROLF\EXWE\PHHWLQJQHZSHRSOH 
 
I think it¶s diffeUHQWSHRSOHQRWWKHFKDQJLQJWLPH,W¶VVWLOOYHU\YHU\GLIILFXOW3 
 
The nurse did recognise that she had LD and took a different approach and she came 
back the next day to have them done with general anaesthetic and really it was the 
only option for Kate.  Now he was very good but she might have meant somebody who 
ZDVQ¶W3 
 
These differing views on the improvement of healthcare for people with LD 
continue with varying experiences regarding discrimination. 
2QHSDUWLFLSDQWGHVFULEHGKRZVKHKDGQ¶WIHOWWKDWKHUGDXJKWHUZDV
discriminated against due to her disability.  
 
0DU\¶VQHHGHGTXLWHDELWRIVXUJHU\6KHKDGWKHVSLQDORS¶DQGVKHKDGKHUIHHWGRQH
and I could never say that I ever got the idea cost wDVLQWKHZD\,GLGQ¶WIHHOWKDWVKH
was discriminated against in that way.  (P. 35) 
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Another participant, however, had experienced discrimination due to her 
GDXJKWHU¶V/'ZKHQDWWHPSWLQJWRUHJLVWHUKer with a GP. 
 
I felt as though they thought the LD was nothing to do with them, you know because 
WKH\ZHUHQ¶WVSHFLDOLVWDQGWKH\GLGQ¶WNQRZKHUDQGWKH\GLGQ¶WVHHDQ\UHDVRQWRJHW
to know her.  I felt they were washing their hands of her (P.37).   
 
There were different opinions on how the label of LD can DIIHFWDSHUVRQ¶V
healthcare. 
 
5LJKWZHOOP\VRQ%HQKDVJRWD/'OLWWOHELWRIDXWLVPDQGRWKHUELWVDQGEREV+H¶V
QHYHUEHHQSURSHUO\GLDJQRVHGµFDXVH,GRQ¶WWKLQN,GRQ¶WDJUHHZLWKVRPHRIWKHWLWOHV
they give people with LD.  LD is bad enough, thH\¶YHDOUHDG\JRWRQHODEHOZLWKWKDW
and something technical with that as well. (P. 18) 
 
It happened because that doctor has the label in his head that mentally handicapped 
people, as he called them, not even people with LD, mentally handicapped people 
have habits.  That stopped him seeing any further than the label. (P.37)   
 
In contrast one participant believed that by people knowing her daughter had a 
LD, her care could be improved. 
 
She is protected by the fact that there is a certain programming there that you know 
SHRSOHKDYHJRWDVHWRIH[SHFWDWLRQVMXVWZKDWWKH\¶UHJRLQJWREHGHDOLQJZLWKMXVW
ZKHQWKH\ORRNDWKHUZKDWVKH¶VJRLQJWREHFDSDEOHRIDQGE\DQGODUJHWKH\¶UH
probably about right. (P. 38) 
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Many participants mentioned their desire for a more holistic approach to the 
care of people with LD to be taken.   
 
The rest of us can manage with just treating the little bit of us that hurting at that 
particular moment but people with LD FDQ¶W7KHUHLV by definition going to be multiple 
issues so it is more important in that way.  (P. 39) 
 
,WKLQNWKH\¶UHSURJUDPPHGLnto the medical thing treating the medical condition, which 
is understandable µFDXVHLW¶VZKDWWKH\¶UHWKHUHIRUEXW\RXFDQ¶WMXVWWUHDWWKHPHGLFDO
WKLQJLIWKHUH¶VVRPHWKLQJHOVHZURQJZLWKWKHPLD, big physical or you know dementia 
EXW\RXNQRZDELJWKLQJOLNHWKDW\RXFDQ¶WMXVWWUHDWWKHPHGLFDOFRQGLWLRQ3 
 
Many interviewees talked of their involvement in support groups and LD rights 
groups.  Gaining appropriate health care for people with LD was described as a 
struggle and time consuming. 
 
How we can make a change is by pecking away and making ourselves a general 
nuisance.  (P. 28) 
 
:HOODVDFDUHUJHWWLQJLQYROYHGZLWKWKHFDUHU¶VRUJDQLVDWLRQVLW¶VDGRRUWKDW¶VHLWKHU
DOORSHQRUDOOVKXW<RXFDQ¶WNHHSLWVOLJKWO\RSHQDQGWDNHRQDELW<RXHLWKHUKDYH
to do nothing or take it all on. (P.20) 
 
The parents and carers all considered themselves to be the advocate of the 
people with LD whom they cared for.  
 
I would never, ever, no matter, what leave Mary ever unless someone else, my son, 
was there and sometimes my brothers come but I would never leave her.  (P. 30) 
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 I slept and ate at the hospital and never left him at all because my worry was that I 
was the support that Ben needed and also there was a lack of understanding for the 
professionals to give Ben the explanation he needs.  (P.22) 
 
Following from this many participants spoke of how they did not trust the health 
care services to cope without them staying.   
 
18 months ago Mark came here for assessment and his epilepsy has always been 
problematic but they would only have him here if I would stay here 24/7 and he was 
here for 3 months and I stayed here for 3 months.  Because he needs a lot of care they 
GRQ¶WKDYHWKHPHDQVWRKDYHVRmeone here with LD. (P. 12) 
 
As soon as I expressed to his nurse that Ben had a LD within minutes they moved him 
into a more private cubicle and he said will you be staying with him and so I said yes 
and he said thank heavens for that because he knew that he needed the support. 
(P.23) 
 
The need for parental and carer involvement in the healthcare of people has, in 
part, been recognised and several participants spoke of how they have felt listened to.  
 
Professor Hack has really made a difference with the epilepsy in reducing medication, 
actually he did listen to me.  I said I just think Mark is doped up to eyeballs and his 
quality of life has got to be comparable to number of drugs and he did actually listen to 
me.  (P. 13) 
 
Many participants, however, described their frustrations of not being listened to. 
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,IHHODVWKH\WKRXJKWKH\GRQ¶WOLVWHQ\RXNQRZ, ,IHHODVWKRXJK,¶PJLYLQJWKHPUHDO
JHPVRINQRZOHGJHWKDWZLOOEHXVHIXOEXWWKHQWKH\GRQ¶WOLVWHQ3 
 
Many participants spoke of their disagreements with health professionals over 
the medication in particular, attributing this to the label of having a LD.  
 
He just wanted to give her these drugs so that she would be so zonked out she would 
be physically unDEOHWRGRLW$QGLI,¶GJRQHGRZQWKDWZD\\RXNQRZLI,KDGQ¶WEHHQ
VRVXUHLWZDVQ¶WDKDELWVKH¶GSUREDEO\EHGRVHGXSHYHQQRZ3 
 
Unfortunately the medication she is on causes a lot of weight gain and I feel as if 
sometimes, because there are mental health problems in this, and I feel as if 
sometimes sort of controlling the condition is like using the medical model in her care is 
too much, I wish sometimes there was more of a holistic approach used. (P. 16) 
 
One of the main problems of people with LD accessing mainstream health care 
was considered by the participants to be a lack of communication and time.   
 
$OOVHUYLFHXVHUVDUHWKHVDPH,I\RXWDNHWKHWLPHWRWDONWRWKHPDQGWKDW¶VWKH
problem with proIHVVLRQDOVWKH\GRQ¶WWDNHWKHWLPHEHFDXVHWKH\¶UHGRLQJWKHLUMRE
'RFWRUVKDYHPLQXWHVIRUHYHU\SDWLHQW:H¶YHRQO\MXVWJRWWKHOHJLVODWLRQWKURXJK
ZKHUHZHFDQGHPDQGDGRXEOHERRNLQJIRUSHRSOHZLWK/'DQGZH¶YHKDGWRWHOO
GRFWRUVWKLVWKH\¶YHQRWVXFFXPEHGWKLVWKHFDUHU¶VKDYHKDGWRSXVKWKLVWRJHWWKHWHQ
minutes, which is barely enough anyway because you need that time to get inside a 
SHUVRQZLWK/'RQFH\RX¶YHJRWLQVLGHRIWKHPWKH\¶UHQRGLIIHUHQWIURPDQ\ERG\HOVH
LW¶VMXVWOHDUQLQJhow they talk.  (P. 22) 
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7KH\WU\KDUGDQGWKH\OLVWHQLQWHQWO\EXWEHFDXVHWKH\GRQ¶WXQGHUVWDQGWKH\JXHVVWKH
UHVWEHFDXVHWKH\VWLOOZRQ¶WDVNWKHVHDUFKLQJTXHVWLRQVRIDSHUVRQZLWK/'EHFDXVH
WKH\WKLQNLW¶VWRRKDUG3 
 
They will just about KDYHJRWWHQVWDUWHGDQGWKHWLPH¶VXSVRZHZHUHKDYLQJWRFRPH
back week after week after week and she was going through the same sort of torture. 
(P. 36) 
 
Two participants, however, did state that the lack of time and communication 
was due to the nature of the person with LD whom they cared for.   
 
,WKLQNWKH\¶UHPRUHFRQFHUQHGDERXWZKDW¶VJRLQJWRKDSSHQHGWRGD\UDWKHUWKDQ
hygiene and health (P. 5) 
 
Its equal amount of worry and emphasis to a tiny little paper cut as she would to 
something serious. Although she might tell the doctor things worrying her she might tell 
him things that, to her, at the time were equally important and equally worrying but 
ZHUHQ¶WUHDOO\WKHPDLQWKLQJ3 
 
The majority of participants, when asked how they thought the health care 
system could be improved for people with LD, suggested more continuity of care, 
appealing to the need for routine for many people with LD.  It was apparent, however, 
that this was a complaint of all people accessing health care.   
 
So then you tell the authority or whoever and they take it on board and things start to 
KDSSHQEXWWKHQPRQWKVGRZQWKHOLQHLW¶VVWRSSHGSHRSOHKDYHEHHQSURPRWHGXS
DQGQRRQH¶VWDNHQWKHLQLWLDWLYHWRFDUU\RQ6RZKDWGRZHGR"6WDUWDOORYHUDJDLQLW¶V
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dreadfuO,W¶VHDV\WRIL[LI\RXWDONWRHYHU\ERG\WKDWPDWWHUVLQRQHJRDQGWKHQLIWKH\
GRQ¶WPRYHIRUD\HDURULWPLJKWVWLFNWKDWHYHU\ERG\ZLOOSLFNXSRQWKHQ3 
 
We planned a route, people with LD like a routine. So we had it suggested that LW¶VD
VWUDLJKWOLQHURXWHVR\RXJRWKHUHWKHUHWKHUHDQGWKHQ\RX¶UHRXWWKH\XQGHUVWDQG
that then, they can see an end.  But if you go taking them upstairs downstairs they start 
panicking but it all makes sense when you explain how they are. (P. 28) 
 
Similarly, more integration of services is suggested for the improvement of 
healthcare services.    
 
,WKLQNLW¶VWUXHRIHYHU\ERG\WKHUHQHHGVWREHDPXFKJUHDWHULQWHJUDWLRQRIZKDW¶V
going on. (P. 39) 
  
,¶YHEURXJKWDFRS\RIWKLVKHDOWKFDUHSODQDQGliterature about it had an appoint  with 
Dr Mays that day and showed it to the line nurse or whatever and she was really 
delighted and she was starting to do this and she thought it was fabulous she only had 
WRPRGLI\LW,W¶VULGLFXORXVWKH\FDQ¶WVKDUHthese things. (P. 13) 
 
In order for the policies to work, or to continue to improve the lives of people 
with LD, many participants called for greater assessment of services.   
 
You must be very realistic on your assessment, how you are progressing towards it you 
FDQ¶WSUHWHQG\RX¶UHWKUHHTXDUWHUVRIWKHZD\WKHUHZKHQ\RX¶UHQRWDWDOO$QG
VRPHWLPHV,GRWKLQNWKDWWKH\WKLQNWKH\¶UHFOHYHUWLFNLQJER[HV3 
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,W¶VQRWFKDQJLQJER[HVDUHMXVWEHLQJWLFNHG,FDQRQO\JRIURPSHUVRQDOH[SHULHQFH
JuVWLQZDVLQDUHKDEKRVSDQGWKH\KDGWKHLQYHVWRUVLQSHRSOHDZDUGDQG,GRQ¶W
NQRZKRZWKH\JRWWKDW,UHDOO\GRQ¶W3 
 
4.4 Hopes for the Future 
Although participants were asked to reflect on their experiences of healthcare for 
people with LD, many made suggestions for future practice, as described previously, 
and many expressed their hopes for the future.    
As previously discussed, many participants considered themselves advocates 
for the people with LD whom they cared for.  One participant describes his fear of how 
his son will cope once his wife and he are no longer around to act as advocate. 
 
That person with LD has lost their parents, lost their familiar environment lost all 
stability and what they do survive on is routine, they lose their routine.  Which is more 
damning than all the rest. Losing their routine is like being pushed out of a plane, 
WKH\¶UHWRWDOO\VFDUHG6FDUHGRIHYHU\WKLQJHYHU\SHUVRQHYHU\WKLQJWKH\WRXFK
:KHQWKH\¶UHLQWKDWVLWXDWLRQWKHWHDPORRNLQJDIWHUWKHPGRQ¶WNQRZZKDWWKH\¶UH
doing, the person with LD is so scared they lose their temper so they jump on him, 
pump him with drugs to calm him down.   (P. 24) 
 
The participant then goes on to say how he has coped with this fear and acted 
WRPDNHVXUHLWGRHVQ¶Whappen. 
 
Me and my wife have worked every day so that we know we can die and leave Ben to 
EHRNVRWKDWKH¶VVXUURXQGHGE\SHRSOHWKDWXQGHUVWDQGKLPQRZWKHVHDUHSHRSOHLQ
social services, his key worker etc. (P. 24). 
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Several participants voiced their desire for more training of staff in coping with 
people with LD.   
 
Just teaching people how to be person centred you can talk to a person with LD 
VWUDLJKWRII,W¶VGHDGVLPSOHEXWLW¶VKDUGWRGRLQSUDFWLFHXQOHVV\RX¶Ye got to be taught 
how to do it.   (P. 26) 
 
,WQHHGVLPSURYLQJLWQHHGVWUDLQLQJSURJUDPPHVULJKWDWLQGXFWLRQ6RLI\RX¶UHFRPLQJ
LQWRWKH1+6DVDUHFHSWLRQLVWRUGRFWRUZKDWHYHU\RX¶UHWDXJKWKRZWRFRPPXQLFDWH
with a person with a LD. (P. 22) 
 
It was suggested by two participants that in order for integration of people with 
LD all communication and interaction with all patients must be at a level people with LD 
could access.   
 
What LD does, if you bring it all down to their understanding, lower the bar.  Therefore, 
DQ\ERG\DERYHWKDWEDUZLOOVWLOOXQGHUVWDQGDVZHOOLW¶VMXVWDPDWWHURIEULQJLQJLWGRZQ
to that level. (P. 27) 
 
I think if people with LD were really integrated then the rules would be as pertinent for 
them as they are for other people without them being bent and that would be a test of 
real iQWHJUDWLRQWKDWWKRVHSHRSOHKDYHEHHQWKRXJKWRI:HVKRXOGQ¶WKDYHWREHQGRU
break rules the rakes should suit your clientele they should include people with LD. If 
\RX¶UHWKLQNLQJ\RXUSRSXODWLRQLVJRLQJWREHQRUPDOWKDWSDUWRIWKHSUREOHP<RXFDQ¶W
just look at the ordinary ones.  All of them... so rules should suit everyone.   If you have 
to bend or break that rule threes something wrongs with the rule not that person.  (P. 
32) 
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The overall impression of this theme, as interpreted by the researcher, was that 
people with LD should be fully integrated into mainstream healthcare and hope was 
expressed that in the future it would be possible for them to access healthcare as 
independently as possible whilst supported by the healthcare system.   
 
 People with LD they are part of society and they should be treated as such and 
integrated and I feel very strongly about that, definitely, and in hospitals hopefully that 
there is enough empathy in the nurses for their needs to cater to them. Why put them 
away? Why segregate them? (P. 18)         
 
As described in the previous theme, many problems still exist for people with 
LD in accessing healthcare, however, the participants remained hopeful that 
improvements would continue so that easier and more effective access to healthcare 
would be possible in the future.  Should this be the case, the worry that people with LD 
may not be able to survive with a good quality of life when their carers are no longer 
able to act as their advocate may be eased for the parents of carers.   
 
4.5. Summary 
The participants spoken very openly about their personal and, sometimes, upsetting 
experiences.  The colourful language used by participants creates a clear presentation 
of their opinions and many thought-provoking statements were made.  All experiences 
described by participants are useful in gaining insight to the subject and, using the 
statements presented in this chapter, I am able to analyse that said by participants, 
hopefully conveying their true opinions, in the next chapter.   
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Chapter Five: Discussion and Conclusion 
 
5.1 Introduction 
This chapter discusses the findings of this study in relation to the associated literature, 
presented in chapter two.  Comparisons will be drawn between these results and that 
stated in the literature review and attempts to explain these comparisons will be made.  
The methodology of the research design will be critically evaluated, considering the 
rigour and credibility of the study.  Finally, recommendations for future nursing 
research, education and practice will be made.   
 
5.2 Findings 
 
5.2.1 Bad memories from the Past 
As the results presented under this theme demonstrate, some participants reflected on 
the process of diagnosis of LD describing how hard it was to gain access to information 
and support.  In particular, two parents, who had children over 35 years of age, 
described how there appeared to be a lack of services for people with LD at the time 
their children were diagnosed.  This correlates with the depiction of healthcare in the 
UK at this time.   In the late 1970s, during the childhood of those people with LD, a 
Conservative government was in power (Burton and Kagan, 2006).  It is recognised 
that this period of time marked an economic downturn in the UK when the government 
focused more on improving the economy than providing welfare (Atkinson, Hill and Le 
Grand, 1987; Gilbert, Cochrane and Greenwell, 2005; Burton and Kagan, 2006).  
People attempting to access healthcare for people with LD during this time would have 
faced a government that did not encourage dependence on the state, meaning they 
would have struggled to find services catering to their needs.  Those participants that 
did not remark upon improvements over time, comparing more positive, recent 
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experiences to how hard it was in the past, cared for younger people with LD for whom 
better services may already have been available (DoH, 1992; 1995).    
None of the people with LD included in this study had ever lived in the 
institutions or long stay hospitals described in chapter two.  However, the participants 
themselves were all over the age of 50 and so would have been aware of this type of 
organisation.  Scandalous revelations of the appalling care provided to people with LD 
at some of these institutions and hospitals, such as Ely Hospital in Cardiff, were 
publicised around the 1970s (DHSS, 1969; Inskip, 1974) and, therefore, would have 
been fresh in the minds of the participants during the time in which their children were 
diagnosed with LD.  The reports detailing the low standard of care and attitudes 
towards people with LD reflect the discrimination, lack of support and understanding 
described by participants when receiving diagnosis for their children during this time.   
One way in which the results did not reflect the literature is in the lack of 
evidence revealing any improvement of services during this time.  According to the 
literature, there were campaigns to improve the lives of people with LD during the 
1970s (Stevens, 2004).  Better Services for the Mentally Handicapped (DHSS, 1971) 
ZDVUHOHDVHGDQG:ROIHQVEHUJHU¶VFRQFHSWRI1ormalisation was also published in 
1972, adding to the drive forward in improving the lives of people with LD.  Results of 
this study should, therefore, have shown some evidence that attitudes towards people 
with LD were improving.  However, the SDUWLFLSDQW¶VGHVFULSWLRQVRIKHDlthcare for 
people with LD offer no proof of this.  In theory, the complaints made by participants 
about the lack of understanding and support they received is more in keeping with 
descriptions of care prior to the time in which they described.  Therefore, in this way, 
the results of this study do not wholly correspond with the literature review. 
The participants of this study cared for adults with LD aged between 23 and 40, 
therefore, only the history and politics surrounding attitudes towards people with LD 
since the 1970s is directly relevant to the lives of people with LD included in this study. 
The experiences of the participants, however, describe harsh attitudes and 
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discrimination which, according to the literature review, were more in keeping with the 
history and politics before this time (DHSS, 1971; Wolfensberger, 1972; Stevens, 2004; 
Gilbert, Cochrane and Greenwell, 2005; Mencap, 2010).  A study by Charnock (2000) 
suggested that, although policy development since the 1960s showed good intentions 
of improving the lives of people with LD, inconsistencies in care were still present due 
to the lack of a strong political drive forward leading to a failure to put these good 
intentions into practice.  Further to this, there was a continued inequality of care 
provision for people with LD (Charnock, 2000); A theory which may explain why the 
participants still described experiences of discrimination post 1960.   
7KHEDGH[SHULHQFHVGXULQJWKHHDUO\VWDJHVRIWKHSDUWLFLSDQW¶VLQYROYHPHQWLQ
caring for people with LD, coupled with the reports in the media revealing terrible 
standards of care available to people with LD, have clearly had lasting impact on 
participants.    Through the publication of VP (DoH, 2001) it was hoped that not only 
would services be improved for people with LD but that it would also remedy the 
mistakes of the past (Young and Quibell, 2000; Burton and Kagan, 2006).  It is clear 
from this study, however, that these mistakes are still fresh in the memories of 
participants and so may possibly affect the current perceptions and experiences of 
healthcare for people with LD described in this study.   
 
5.2.2 How Things are Now 
In this section of the results it is clear that some improvements in healthcare for people 
with LD have been made with the release of VP (DoH, 2001). Although, there were 
some critical points of view there were also statements of praise and recognition of the 
improvement of services, which were completely absenWLQWKHVHFWLRQ³%DG0HPRULHV
From the PaVW´7KHGLIIHUHQFHVLQRSLQLRQDVWRZKHWKHU93KDVEHHQVXFFHVVIXOLQ
improving the health of people with LD provides a possible indicator of inconsistencies 
of care provision from area to area.  The participants all came from different areas of 
the UK, which may explain some of the variation in the results. Similar inconsistencies 
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in care were highlighted in the literature review (Fyson and Simons, 2003; Mir, 2007) 
and the results of this study support these criticisms, showing VP to have only limited 
success.       
 Many participants of this study focused on the discriminatory judgements and 
attitudes of healthcare professionals that they had experienced when caring for a 
person with LD accessing healthcare.  This sub-theme of discrimination also had 
varying results.  One participant stated that she never felt that her daughter was 
discriminated against when needing surgery.  However, another participant described 
how she felt that a GP had discriminated against her daughter because he did not 
believe that caring for someone with LD was his responsibility.   
These variances in opinion may be due to the type of care needed and the 
services involved in that care.  The release of VP (DoH, 2001) signified the recognition 
that people with LD are entitled to the same rights as the general population (Fyson 
and Simons, 2003; Young and Quibell, 2005; Burton and Kagan, 2006; Forbat, 2006).  
As discussed, VP also provided people with LD positive rights so that they are able to 
exercise the same rights as the general population.  It is through these positive rights 
that discrepancies over responsibility for the healthcare of people with LD might have 
arisen. It has been argued that the specialist practices developed for people with LD to 
help them to access the same rights as the general population have also sustained the 
inequalities present in mainstream healthcare (Mir, 2007).  For example, surgery is a 
technical skill which must be undertaken by a surgeon and no LD specialism can 
provide the same service.  Therefore, treating a person with LD in need of surgery can 
be seen as no one¶s responsibility other than the surgeon¶s.   In contrast, many 
specialist LD services are available through colleges and day-centres for people with 
LD and many people with LD have regular contact with specialist LD nurses.  There is 
some evidence to show that these services offer more efficient care to people with LD 
than mainstream healthcare (Manthorpe, et al, 2003) and so it is possible that the 
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participant encountered a GP that assumed a specialist service for LD would be more 
appropriate in treating her daughter.   
Care of people with LD is now part of the QOF, the framework through which 
GPs are paid, and so it should be clear that GPs are responsible for the care of people 
with LD (QOF, 2010). The participant who experienced this discrimination was right to 
question the motives of the GP and depending solely on specialist services is 
unacceptable and against the aims of VP (DoH, 2001; Lindsey, 2002; Mir, 2007).  This 
example demonstrates one way in which VP has not been successful. 
When participants were asked how they thought healthcare for people with LD 
could be improved, many suggested that services needed to be more consistent.  
Some participants called for greater integration of services and information-sharing to 
allow for more consistent care.  This point of view is consistent to that discovered in the 
literature review (Charnock, 2000).  One of the main barriers in implementing the 
integration of services and utilising the practice recommendations of VP is in knowing 
accurate information about people with LD (Mir, 2007).  Information regarding people 
with LD cannot be easily shared due to data protection legislation (Emerson and 
Hatton, 2004; Mir, 2007).  Compiling information on people with LD would also require 
full diagnosis of patients which many participants considered as labelling.  Labelling 
was another sub-theme detected in the results of this study and, again, participants 
varied in their opinions on labelling people with LD.  Whilst some embraced labels as a 
means of understanding LD, others did not.  By not fully diagnosing people with LD, 
accurate information may not be obtainable and, therefore, challenges still exist in 
further integrating services.  In this way, participants opinions expressed under one 
sub-theme contradicted that said in another sub-theme.  Without labelling a person as 
having a LD, health authorities may not identify them and offer a greater quality of 
integrated care, as wished for by participants and demonstrated by their statements, 
categorised under different themes.  It is possible that those participants who disagreed 
with labelling feared discrimination, when VP actually aims to end discrimination.  To 
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achieve integration between services it may be necessary for participants to 
DFNQRZOHGJH93¶VDLPVDQGDFFHSWWKDWSHRSOHZLWKLD must be labelled in order to 
achieve these aims.  Adding to this, attention must be paid to all themes, addressing 
WKHSDUWLFLSDQW¶VFRQFHUQVDVDZKROH as they all interlink and are dependent on each 
other.   
The literature review describes how the formation of VP and VP Now and their 
implementation relied heavily on the input of carers of people with LD (DoH, 2001; 
Fyson and Simons, 2003; Manthorpe, et al, 2003; Forbat, 2006; DoH, 2009).  The 
results show, however, that this involvement is often considered a strain by 
participants.  Although participants complained about their involvement, many did state 
that they considered themselves advocates for people with LD and, therefore, 
recognised the importance of their involvement.  A way in which this complaint may be 
resolved is by the services listening to parents and carers of people with LD so that 
they are recognised and appreciated for their input.  Although some participants 
described experiences in which they had felt listened to, others stated that they had 
been ignored.  The literature review did highlight this issue as a limitation of VP and VP 
Now (Foster and Simons, 2003; Manthorpe, et al, 2003; Forbat, 2006; Mir 2007) and 
the results of this study emphasise this. 
Following this, many participants expressed that they did not believe healthcare 
professionals demonstrated effective communication skills when dealing with people 
with LD, adding to the need for them to be fully involved in their care.  This problem 
was recognised by Forbat (2006) and this study suggests that improvements still need 
to be made.   
The literature review highlighted that studies centred around adults with LD are 
generally more concerned with quality of life as a whole, not specifically health care 
(Walden et al, 2007; Grant & Ramcharan, 2001).  The results of this study enforce this 
as participants spoke of the need to apply a more holistic approach to healthcare for 
people with LD.  Healthcare professionals were accused by participants of 
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concentrating solely on the medical model of health rather than the person as a whole.  
The research concerning quality of life, therefore, needs to be utilised further in 
evidence based practice.   
The contrasts in the literature review when compared to the results of this study 
highlight the need for full and reliable assessments of the services for people with LD.  
0DQ\SDUWLFLSDQWVVXJJHVWHGWKDWVHUYLFHVZHUHVLPSO\³WLFNLQJER[HV´LQVWHDGRIIXOO\
practicing the aims of VP and VP Now.  VP Now (DoH, 2009) uses direct quotes from 
carers and people with LD as examples of the successes of VP (DoH, 2001).  This 
study, however, independent of the DoH, has highlighted that more needs to be done 
so that improvements may be seen by all people with LD and their carers.   
 
5.2.3 Hopes for the Future  
Although participants were asked to reflect on past experiences, many spoke of their 
hopes and fears for the future of healthcare for people with LD.   
 When describing how they acted as advocates for people with LD, many 
participants admitted to being fearful for the safety of the person with LD for whom they 
cared for, should they not be able to continue to act as advocate.  This fear reveals 
concerns that healthcare services will not be able to act with the same empathy and 
passion that the participants have demonstrated in caring for people with LD.  A similar 
study conducted by Sardi, et al (2008), found that this is a common fear among parents 
and carers of people with LD.  Although this study was fairly recent, the similarities in 
findings emphasise that more must be done to alleviate these fears and to reassure 
parents and carers of people with LD that healthcare services are equipped to care for 
people with LD without input from parents and carers.  The struggle participants faced 
in their need to be fully involved with care was further discussed in this chapter and the 
fact that it has reoccurred under the title of this theme emphasises its importance.   
 Participants also discussed their desire for a more comprehensive education of 
all staff in dealing with people with LD.  VP did state that all staff should receive more 
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training (DoH, 2001), however, ten years on from the release of VP it is clear through 
this study that the participants have not experienced these benefits yet.  Some of the 
literature, discussed in chapter 2, suggests that parents and carers should not only be 
involved in the planning and implementation of policies but also in the training of staff 
(Foster and Simons, 2003; Forbat, 2006; Mir 2007).  As previously discussed, many 
participants already IRXQGWKHSROLF\¶VUHOLDQFHRQWKHLULQSut to be somewhat of a 
struggle.  This further involvement may, therefore, add to that struggle.  The 
involvement participants have in the training, planning and implementation of care for 
people with LD may seem a struggle due to the fact that many participants did not feel 
listened to, also discussed earlier in this chapter.   Some literature suggested that 
specialist services may offer more benefits to the health of people with LD compared to 
integrated services (Lindsey, 2002; Manthorpe, et al, 2003; Mir, 2007).  The majority of 
participants, however, expressed their hope that services could evolve to include the 
care of people with LD.  Many participants suggested that by ³ORZHULQJWKHEDU´VRWKDW
all healthcare information is accessible to people with LD, the aim of inclusion would be 
met.  Although this would mean people with LD are more integrated into mainstream 
healthcare, the information may be inappropriate for the general population as it may 
be considered patronising (Foster, 1996).  Efforts are already being made to provide 
accessible material for people with LD by VP and VP Now (DoH, 2001; 2009) and also 
other organisations such as Mencap.  These easily-accessible materials may be 
considered a compromise so that the general population is not adversely affected by 
the integration of people with LD into mainstream healthcare.   
 
5.3 Limitations of the Study 
Now the findings of this study have been discussed it is important to consider the 
limitations of the methodology so that the rigour and trustworthiness of it may be 
addressed, adding to the credibility of the study.   
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In order to increase the rigour and trustworthiness of a study the methodology 
must be described in full (Koch, 1994).  The methodology of this study was presented 
in chapter three, however, even with this full description, it is not without limitations.  
In gathering participants for this study convenience sampling was used.  
Convenience sampling is criticised by much of the literature as bias can easily be 
introduced into the results and errors may occur (LoBiondo-Wood and Haber, 1998; 
Dempsey and Dempsey, 2000; Polit, Beck and Hungler, 2001).  It is therefore 
suggested that convenience sampling should, if possible, be avoided (Gerrish and 
Lacey, 2010).  The sample size used was also comparatively small to the actual size of 
the target population.  This limitation of the study means that the transferability of LW¶V
results is questionable as the sample size may be considered too small to draw 
assumptions encompassing the entire target population.  Due to these limitations the 
rigour and trustworthiness of the study are limited, however, due to strict time 
limitations these compromises were necessary.   
To maintain the ethical considerations of this study, only members of charity 
organisations involved in the lives of people with LD were approached.  Only those who 
volunteered to be interviewed were selected for participation in this study.  The 
participants in this study, therefore, clearly wished to be very involved in the lives of 
people with LD and had strong opinions on the topics discussed.  There may be 
members of the target population who are not so involved or have differing views, 
however, due to the sampling of this study, they were excluded.  This is potentially a 
huge limitation of the study as those people with LD, who do not have contact with 
anyone as passionate as the participants of this study, may be very vulnerable and 
would possibly benefit most from this research.  Speaking directly to people with LD 
would be inappropriate without training and experience and, in order to ensure that this 
study was ethical, participants were only involved on a voluntary basis, therefore, these 
limitations were unavoidable.   
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 Possibly the biggest limitation of this study was the inexperience of the 
researcher.  To counteract this meticulous records of the interviews, documentation 
and analysis of all stages were kept in a systematic way, as suggested by Mays and 
Pope (1995).  Semi-structured interviews were also selected as a compromise between 
the methods of questionnaires, which would not produce as in-depth results, and 
unstructured interviews which are far more difficult to conduct (Barriball and While, 
1994).  The semi-structured interview technique did, however, prove to have some 
limitations and disadvantages.  Occasionally irrelevant subjects were discussed which 
wasted time.  At times I also felt my own characteristics limited the response of the 
interviewee.  Due to my age, sex and position as a student nurse, participants may not 
have been as truthful as they may have been when interviewed by a person of similar 
characteristics to themselves.  This Hawthorne effect, in which a SDUWLFLSDQW¶V response 
to a question may be altered GXHWRWKHIDFWWKH\NQRZWKH\¶UHEHLQJVWXGLHGPXVWDOVR
be considered with any study (LoBiondo-Wood and Haber, 1998; Gerrish and Lacey, 
2010) 
 It must be remembered, that stated by participants was split under themes for 
the benefit of analysis.  All themes are inter-linking and must be embraced as a whole 
in order to recognise the true nature of the results.  As discussed in chapter three, 
qualitative research is often criticised for its subjectivity (Sandelowski, 1986; LoBiondo-
Wood and Haber, 1998; 2002) and, therefore, qualitative research should, ideally, have 
more than one analyst so that the results of the study are more reliable (Gerrish and 
Lacey, 2010).  Due to the time constraints of this study, this was not possible.  
Although this study did not have a second analyst and the sample size was small, the 
reliability of this study is shown by the fact that recurrent themes were found in the 
results and that many of the results correspond to the literature review.  To counteract 
the limitations, quotations from participants were used to illustrate the points made in 
the results chapter, as suggested by Gerrish and Lacey (2010), to enhance the 
trustworthiness of the research.   
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 In an attempt to enhance the trustworthiness of this study written transcripts 
were produced in a timely fashion after the interviews were conducted.  Initial notes 
and impressions were made in the margins of each transcript so that personal beliefs 
and bias could be separated from the actual data produced.  It would have been 
preferable to return the transcripts to the interviewees to validate the results further, 
however, due to the time limitations of this study this was again not possible.  
 Through the audit trail of this study I have presented the decision making 
processes of each stage of the research.  I have been transparent in my decisions, 
however, due to the limitations of this study, as discussed above, care must be taken 
when reviewing the results so that unfair conclusions are not drawn as a result of these 
limitations.   
 
5.4 Recommendations  
Nursing research is of little value unless the knowledge generated is incorporated into 
practice (Fain, 2004) and despite the strong belief that nursing needs to be an 
evidence based profession, uptake of research findings in practice is slow and 
inconsistent (Smith, 1998; Gerrish and Lacey, 2010).  Following from this research I will 
make recommendations towards the future of nursing education, practice and research 
so that the efforts to improve healthcare for people with LD made by this study may be 
recognised. 
 With regards to nursing education this research shows that it is vital for nurses 
to have better training in communication and the specialist needs of people with LD.  
There currently exists a branch system in which QXUVHVVSHFLDOLVHLQWRDGXOWFKLOGUHQ¶V
mental health and learning disability nursing early in their training.  This branch system 
of nursing education means that people with LD are considered to be a speciality.   
With the release of VP (DoH, 2001) and the strive forward for the inclusion of people 
with LD, only educating one branch of nursing in the skills of nursing people with LD 
may be considered to continue the exclusions within healthcare.  There is a debate 
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surrounding specialist versus mainstream healthcare, with regards to people with LD.  
This debate is discussed by much of the literature, threatening the continuation of the 
LD branch of nursing (DHSS, 1979; Charnock, 2000; Mitchell, 2003).  Research has 
shown, however, that specialist LD nurses are needed and appreciated by LD patients 
and their carers (Manthorpe, et al 2003).  To compromise between the two views and 
take the best from both practices it is necessary for all branches of nursing to receive at 
least basic training in the care of people with LD, especially regarding communication 
and time management.  There is clearly a need for specialist professionals in the area 
of LD healthcare, emphasised by this study, however, education in LD healthcare must 
also be integrated further into mainstream healthcare.  This integration would comply 
with policy and the wishes of the participants of this study.  Better training in the care of 
people with LD would then easily translate into improved practice in all branches of 
nursing.   
By improving practice through better education, parental worries about what will 
happen to their children once they are no longer able to care for them may also be 
eased.  Furthering from this, more attention must be paid towards health services for 
the elderly with LD, as suggested by earlier research (Foster, et al, 2006; Walden, et al, 
2007).  In order for parents and carers to feel more at ease with their participation in 
policy making and implementation they need to feel more listened to.  Fyson and 
Simons (2003) also suggested that by involving parents and carers of people with LD in 
training schemes they would feel that their efforts and involvements were listened to 
and not feel that they are struggling.      
Discussing the limitations of this study has highlighted several areas which may 
be addressed by further research.  To build upon the conclusions drawn from this study 
and increase the trustworthiness and rigour of nursing research regarding the care of 
people with LD, methodical triangulation maybe introduced by adding another 
dimension to the results through quantitative methods (Smith, 1998; Gerrish and 
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Lacey, 2010).  Focus groups with people with LD would also be beneficial to the 
research associated with this topic.        
 
5.5 Conclusion 
The aim of this study was to explore the perceptions and experiences of parents and 
carers of people with LD when accessing healthcare.  Through the interview process 
and the results generated, as presented in chapter four, this aim has been achieved.  
The findings of this study have been varied with participants describing both good and 
bad experiences.  In many ways the experiences described by participants and the 
suggestions they have made correspond with the literature studied in chapter two, 
particularly with reference to the political influences upon LD policy and procedure.  
Some themes noted in the findings chapter of this study contradict each other which 
the literature review does not account for.  For example, labelling people with LD both 
enables them to access services whilst still discriminating against them, as perceived 
by some participants.   
 This study has been successful in addressing its objectives of identifying how 
care for people with LD may be improved and highlighting areas for future research.  
Participants felt strongly that education should be improved and this has been 
accounted for in the recommendations section of this chapter with particular reference 
to improved communication skills.  More effort also needs to be made in order to allow 
the parents and carers of people with LD to rely more on healthcare services so that 
they are not put under too much strain and can be assured that, should they be no 
longer able to act as advocate for the people under their care, people with LD are 
cared for effectively. 
The limitations of this study have been accounted for and it is clearly stated that 
the results of this study should be regarded cautiously in light of these limitations.  
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Despite this, many valid issues have been raised and the true voice of participants has 
been displayed in the results.   
 Completing this study has been extremely challenging, however, I very much 
enjoyed meeting and interviewing participants.  I discovered that this subject is close to 
the hearts of many people concerned in the lives of people with LD and that they all 
have strong opinions and views which must be acknowledged.  I hope that through this 
study they may convey their experiences to a wider audience.  The entire process of 
this study has given me valuable research experience and broadened my knowledge of 
LD, hopefully improving my future practice as an adult branch nurse.   
 
 
